ABSTRACT
INTRODUCTION
The role of people with learning disabilities within research has changed over the past twenty years. Historically people with learning disabilities have had research done to them-they have been subjects to the researcher, the studied, the analysed but never the participant (Kiernan 1999 , Walmsley 2001 , Dye et al 2004 . However with the development of the concepts of participatory research (Northway 2000 , Tetley, Hanson 2000 , French et al 2001 , Soltis-Jarrett 2004 leading to emancipatory research (Zarb 1992 ,Oliver 1992 , Hanley 2005 within the general disability field, the natural progression has been to incorporate these principles into research with people with learning disabilities (Stalker 1998 , Kieran 1999 , McClimens 1999 , Chappell 2000 , Walmsely 2001 , Gilbert 2004 , Walmsley 2004 ). This initially was demonstrated by the use of personal narrative to illustrate life experience (Goodley 1996 , Atkinson and Walmsley 1999 , Gray and Ridden 1999 , Atkinson 2005 , one to one interview (Booth and Booth 1996, Knox, Mok, Parmenter 2000) and recently has developed into the formation of research groups (Richardson 2000 , Townson et al. 2004 , Williams and Heslop 2005 . Now researchers are charged with the responsibility of making their research accessible and inclusive to people with learning disabilities; but this is not without problems (Stalker 1998) . Arguably the use of focus groups as a mediator of participatory approaches would seem an appropriate methodological approach and it is this particular approach that this paper is concerned with. Therefore, the remainder of this paper moves away from a general discussion of the role of people with learning disabilities in research, to consider the more specific theoretical and practical issues of using focus group approach with this group of people.
McCallion and McCarron (2004) have said;
'The approach used [focus groups] was found to be particularly helpful in reconciling diverse researcher and consumer perspectives, considering both basic and applied research issues, and yielding both national-specific and internationally relevant recommendations.'
FOCUS GROUPS THEORY AND BACKGROUND
Focus groups were first described in 1926 (Jackson 1998) but they have became increasingly popular for research from the 194Os onwards (Puchta and Potter 2004) . The basic concept is that a group of people with a shared interest for example, gender, age, ethnicity, religion, life experience, expertise, are brought together (Bloor et al. 2001) . Focus groups are facilitated by a moderator or facilitator whose task is to keep the conversation flowing and 'focussed' on the topic (Sim 1998 , CoteArsenault et al 1999 , Bloor et al 2001 , Lane et al. 2001 . One of the most important principles of focus groups is that the conversation is encouraged and facilitated between group members. It is this interaction between members that is crucial to this type of group, examining the group dynamics enables the researcher to weight the importance of what is said and unsaid (Bloor et al 2001 , Owen 2001 , Mansell et al 2004 . To use an analogy of exploration the facilitator is not so much the expedition leader rather a The data gathered is analysed using a range of qualitative methods for example, looking for themes and assessing interactions between group members.
Evidently as a research method focus groups have both advantages and disadvantages. The advantages are located around the accessibility of groups (Owen 2001), the breadth of knowledge, experience and views within the group to produce a range of themes for analysis (Jackson 1998), the opportunity for group interaction which can provide insights into group dynamics (Sim 1998 Jackson 1998 , Fraser and Fraser 2001 , and groups can be inexpensive to run (Jackson 1998 , Sim 1998 where each of the groups were located followed the next challenge: that of making contact and organising face to face meetings and this proved extremely problematic. In one case merely arranging to meet the support worker for one self-advocacy group took months. Next having made contact we found that some of the self advocacy groups were reluctant to become involved. Of the groups that were finally identified five volunteered to become involved in the research project.
The recruitment process necessarily led to the establishment of a non randomised purposeful sample. Therefore we established broad inclusion criteria that required participants to have learning disabilities and be able to contribute to a discussion in a group on mental health issues. We secured 85 people with varying degrees of learning disabilities, 37 were male and 48 female. All participants were interested in being involved in the research but few had much lived experience of mental health problems. This meant at times that the facilitator had to provide detailed explanation, and as such this had the potential to be construed as leading informants and at times the researchers had to actively steer away from providing an educational service rather than undertaking exploratory research. Notwithstanding this one day centre helped establish a group of people who had learning disabilities and mental health problems and this proved very beneficial to the study.
Where self-advocacy groups proved elusive in becoming involved then other services were approached for example, day centres and Further Education colleges. We found that both support staff and people with learning disabilities were keen to be part of the project when groups were run within their college or day service. Of the five established groups who were engaged with this research project the involvement of each was for a six week period.
Insert table 1 about here.
The numbers in each of the focus groups members were highly variable. The largest group had nine members as well as three to four staff supporting them; the smallest had two members with two support/carers. The majority of groups had between five to eleven members. Table 1 provides summary data on all of the individuals who attended the focus groups through the data collection phase of this study. Experience in this study related to both recruitment of and securing a representative sample of the population being studied, has led us to question about how representative self-advocacy groups are of the wider learning disabled population. This is raised as problematic because self-advocacy groups are often the first to engage in research such as this, and this is often because they present as a relatively accessible group of people.
Attendance
Attendance at the focus group sessions was also extremely variable.
Holidays and sickness caused some attrition to the number of people involved. Clashes between commitments did occur for example, a double booking between a focus group and a college course caused a dilemma for one group member who eventually opted for college as she had already 'paid her money'. Of the focus groups that were conducted in 'community settings'
we identified an added complication and that was one of transport. Despite initiatives to develop the skills of people with learning disabilities to access and use public transport people in this study were in the main dependent upon others for transportation. And even those who could use local public transport were entirely reliant on the vagaries of the bus timetables. Those wary of buses or unable to catch them were dependent on the good will of others for example, family, care/support staff, which in turn depended on staff who were able to drive being in the employ of a caring agency. Map reading and punctuality were also found to be necessary skills equally both for people with learning disabilities and their supporters. On one occasion deficiency in both these areas resulted in one group member with Autistic Spectrum
Disorder having to wait a considerable time for his very 'late' lift and this served to cause considerable distress whilst waiting. Taxis may seem a solution but carry with them a significant cost implication. Many people with learning disabilities are in receipt of one or more benefits and the mobility component rarely covers the cost of more than two taxis a week. Therefore researchers can inadvertently become competitors to other dimensions of a person's life that sometimes for example, means people with learning disabilities making decisions between shopping and a social life or attending a focus group.
Offers to help with meeting costs of fares were made but these were never taken up, possibly demonstrating the dedication of members to attend the focus groups. Only one of the four groups conducted within community settings has failed to work and a specific issue related to attendance issues caused this. The time, day and venue were not the most appropriate and did not fit in with the usual timetable and, or, interests of this group.
Within one day service 'dropping' in and out of groups appeared to be standard practice; wandering off for toilet breaks, returning late from lunch or just engaging in seemingly distracting behaviour. These unforeseen and unhelpful behaviours were often commonly accepted behaviours in learning disability settings but nonetheless had to be accommodated within the focus groups. Taking into consideration the nature of learning disability and its potential impact on concentration we found there was a need to sensitively manage groups at the member's pace whilst establishing clear parameters for conduct.
Ethical issues and matters of consent
Arguably all research will encounter a range of ethical issues including matters relating to consent and in this respect focus group methodology is no 2000b). This produces a challenge to the researcher to ensure that they do not take control over the process (Chappell 2000) and that power is held equally between all parties . The nature of the relationship between researcher and participants will have bearing on the data generated. People are unlikely to disclose important information to those they do not trust or who they perceive do not respect them. This ethical relationship lasts throughout the research process including the writing up and dissemination (Stalker 1998 With eventual ethical approval this necessarily led to a consideration of issues of consent and the complexities of capacity to consent. An 'accessible' brief was devised for the project that used simple language that was supported with pictures from Change (Change 1999). At the first meeting of each focus group for each of the series of groups that were conducted a briefing paper was given and explained to each of the participants. An 'accessible' consent form was also developed which was used conjointly with the briefing paper and all participants were given an option to sign it, or offer their verbal consent and for this to be recorded by their supporters or the researchers. Two people expressed reluctance but this was thought to be due to the language used, rather than expressing a wish not to be part of the group and thereby involved in the project. At some of the venues we also encouraged support staff to sign the consent forms and this seemed to assist in producing a feeling of camaraderie.
It is worth spending some time reflecting on whether consent was given as consequence of truly understanding the research project -informed consent?
We would argue that on balance the answer is that participants did understand the research project. Whereas, the concept of the research itself may have been difficult to comprehend, we believe that group members did understand what was important about the project, and that they did understand that what they would say would be taped, and that it would then be analysed and subsequently an anonymised report would be written and then sent to them about what had been discussed. As importantly they knew that what they said, their views were pivotal to the entire project and as such
we believe that all participants demonstrated capacity to consent.
Facilitation
The focus groups were conducted using trigger questions developed from a Within the context of this case illustration we found it necessary, in order to fulfil the role of facilitator, to develop a fairly extensive methodological 'tool kit' comprising different strategies and activities to attempt to keep different groups focussed. This means when running focus groups for people with learning disabilities, the activities offered need to reflect the different abilities of group members. One of the biggest challenges we have found for the facilitator has been to run the first session for each of the series of focus groups that we conducted completely 'cold', that is with no idea of group members' skills and abilities for example, communication, concentration, or the group dynamics for example, who usually dominates. In response to this we adopted flexible strategies to cope with this and always had at our disposal a large box of resources and these were often required to facilitate ongoing discussion. In this box we made sure that we had a range of materials that included for example; pens, paper, scissors, pictures, magazines, books, easy to read material that had been developed elsewhere concerning health and or mental health. A full list of items used, there purpose, advantages and disadvantages to the process and outcomes of the focus groups is provided in table 2.
Insert table 2 about here.
As the sessions progressed informal assessment of ability dictated how to approach the various themes that were being explored in the research being undertaken. The group dynamics within each group situation was also problematic for successful facilitation. For example, those who dominated the quiet but deep thinkers as well as those to shy to speak up, have all at times proved challenging to the facilitator. Booth and Booth (1996) Of these we found that the major obstacle for facilitation was that of needing to establish a concrete frame of reference, and we believe that this impacted on the ability to articulate, respond and make sense of events within a temporal dimension.
Arguably mental health is a complex concept for anyone to grasp, it is abstract. Whereas it is easier to discuss aspects of physical health for example, hearts, lungs because these can be concretised relatively easy-one can feel the heart beat or the lungs expand and if nothing else there are 'bodies' which can be taken apart to illustrate the case. By way of contrast mental health is concerned with abstract concepts such as thoughts and feelings this for some made it inaccessible area to talk about and this proved challenging. We found there was a need to decrease the abstract as much as possible but in such a way that the group were not being lead or manipulated into what the researchers wished to hear.
Data collection
We have found that the use of pictures as a medium to assist in data collection has proved to be invaluable. Asking people to identify emotions from pictures; what makes them happy, sad and, or, frightened, who would support them in such situations, and using this as a cue to name local resources for example, hospitals, were all central to enabling us to assist participants focus their discussion. Equally we found that asking participants to produce their own pictures for example, to draw to who they would go for help, their General Practitioner, their ideal person for support was also very helpful. We have found that this 'concretising' and anchoring of discussion in lived experience facilitated discussion enabling it to take on some reality when expressed in at least two dimensions -participants being able to say 'this is 'x' and I like them because …..' An additional advantage of using pictures was having something for participants to 'take home', one participant was particularly proud of being able to show her mother the picture she had drawn of her. Another participant from a different group liked to have something tangible to take from the sessions and colour printed pictures met their needs in this respect.
We also experimented with video vignettes from popular television soap operas but our experience was that participants were keener to identify and engross themselves in episodes of 'Casualty' or a 'Touch of Frost' [both We have learnt that having two audiotape recorders at different ends of the table(s) ensured that the quiet word to a support worker was not missed even if it was not actually heard during the group session. Often it was the quiet words that were most revealing. We also found that promoting turn taking activities enabled the quiet to be heard and to speak with confidence.
Venue
As described already the focus groups were conducted in a multiplicity of settings that has included community halls, day centres and Further Education Colleges. Producing an environment that was conducive to discussion has proved difficult on a number of occasions. One college room was long and thin with a formal desk arrangement for the 'students' in a single line with space for their tutor at the front and at a very practical level this meant that seeing the entire group at once was in this instance impossible. In one day centre there was a variety of chairs and as the group gathered around the table some could be seen and others not due to mix of seat heights. Entering a day centre or college to run a group had the added disadvantage of the researcher walking into another's territory. There are rules that are set out and must be obeyed for example, lunch is at 12.15pm
and the session will then end no matter where the group is in the discussion.
We have learnt that the researcher has to approach each venue with a degree of wariness for in those settings participants and support staff seem to feel that they are on home territory and their original commitment to the research project sometimes became lost in the familiarity of the sameness in which they are located. So on the one hand a familiar setting may assist participants to relax and feel comfortable but conversely we found that it could also hinder discussion in the focus groups. For example we found that whereas some behaviours were tolerated in some settings as unproblematic they compromised the researcher when establishing ground rules for the conduct of participants in the focus group.
Venues within community settings have an advantage of making the focus group new and exciting. There is an advantage for the researcher of being able to control the layout of the room and also build in flexible tea and coffee breaks. However, as might be expected such venues frequently come with their own challenges too. We encountered problems with keys and for example, the lock at one hall was broken, we also experienced poor attendance by care takers, chairs and tables were sometimes locked away and this could necessitate further journeys for extra keys. In one setting there was the distraction of the weekly line dancing session which began as the focus group ended and this caused much amusement with some attempts by participants of the focus group to join in.
Payment
Paying people with learning disabilities to participate within focus groups is highly contested. Should researchers make such payments, we believe that they should and there is precedence for this (Cote-Arsenault et al 1999) . It is their unique knowledge and specific information from them, and only them that the researcher is seeking and we would argue that this has value, and in our society we pay for items of value. Notwithstanding this we found payment of individuals to be almost impossible within the financial regulatory systems of a University. Therefore we made clear form the onset that we were not in a position to offer payment and that their involvement represented an altruistic interest in the work being undertaken and subsequent outcomes. However, at each of the focus groups all participants were offered tea, coffee and chocolate biscuits. This should not be dismissed as trivial or unimportant we learnt that the value of tea, coffee and chocolate biscuits in research should not be underestimated. The importance of being rewarded and this reward, no matter how humble, being offered simultaneously with what was being said respected and valued was important. And whether that was achieved by weekly tea, coffee and biscuits or chocolates at the end of the six week series of focus groups we have learnt was immaterial, that it was achieved was of primary importance. Would money have proved a greater incentive and been a more powerful inducer of discussion? Possibly so and certainly it would be equitable with other groups of participants involved in similar focus group methodology. But often those participants to whom money is important are the people who are aware of the precarious nature of income to the benefit system and so they may well prefer 'goods to cash'. The promise of, and the eventual realisation of a commitment to acknowledge the contribution of participants to the work being undertaken appeared as tangible and important a reward to the participants of this study as any material reward.
Conclusion
It may appear from this paper that running focus groups with people with learning disabilities is fraught with methodological and practical issues and we would argue that these have not always been reported on fully in the research literature. Additionally we would argue that other researchers in the field have not written about practical strategies that might usefully be employed to overcome some of the difficulties that might be encountered in the field. We have tried to counter these difficulties by adopting a wide range of strategies and recounting these challenges that other researchers should try and avoid.
The strategies we found of particular use included having a range of activities for participants that made the topic being discussed as concrete as possible.
We have learnt that facilitators and researchers in using this methodological approach need to be flexible and this will include using breaks when participants need them and avoiding persevering with a topic when they either don't understand or have personal experience of it. The facilitator needs proceed at the group's pace as much as possible and ensure that the environment remains familiar and comfortable. We would advocate the importance of ensuring all are seated around a table together this gives the group purpose and a focus. It is important to allow participants space to come and go as they chose. It is of paramount importance to keep the group's interest and this we achieved through a variety of different activities/tasks that enabled the group to remain focussed on the topic, and this will require the facilitator to offer activities at appropriate level for the group and individual participants. From our experience we learnt that no two groups reacted in the same way to any given topic -much of what is discussed will depend on the life experiences of the individuals. Self evidently if a topic has no relevance to participants or their life they will not be interested in discussing it, any more than anyone else would. We would suggest that running groups over a period Finally on closure it is important to thank participants at the end of the group, congratulating all on the hard work of the group and where appropriate to offer some form of tangible reward -in our experience chocolate was always well received. Notwithstanding the challenges and strategies necessary to overcome them we are of the opinion that such frustrations can be found in a range of alternative methodological approaches that could have been used.
Further that the use of focus groups in this present study has enabled us to establish unique and original insights into how people with learning disabilities understand and construct mental ill health and other methodological approaches may not have surfaced these insights.
It is the case that for many years the emotional needs of people of learning disabilities have been ignored, subverted or disregarded. There are those who in the past who would even deny that people with learning disabilities had feelings (Hatton et al 2005 * 2 sessions no one attended and group cancelled after 4 th session -clashed with day service programme and there were transport difficulties  1 session cancelled due to heating problem at day centre  1 session cancelled due to support worker not being available KEY: Gender; M= Male, F = female, Ethnicity; W = white British, A = Asian British, B = Black British, Diagnosis; DS = Downs Syndrome, ASD = Autistic Spectrum Disorder [including Aspergers syndrome], CP= Cerebral Palsy, VI = visual impairment, MHP = know history of mental health problem e.g. on medication, seeing psychiatrist or psychologist. 
